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Abstract

The perinatal necropsy is an important investigation
following fetal or neonatal loss. Legal requirements on
registration decree that consent is needed before necropsy
can proceed in some of these babies. However, there are
ill-defined grey areas which are open to legal and ethical
difficulties. This paper discusses the problems that can
arise with consent for a necropsy in the perinatal period.
Some of these problems are clearly legal or ethical but all
can cause distress to parents at a time of grief and
bereavement. The issues may not be readily resolved but
public debate and ad hominem decisions on each
perinatal loss may help to alleviate the problems.

Introduction

The necropsy of babies dying in the perinatal and
neonatal periods is of practical importance to the
families of the dead babies and to the clinicians
involved in their care. Clinically relevant information
that may alter genetic or obstetrical counselling is
found in as many as 46 per cent of cases following a
perinatal postmortem examination.' The perinatal
necropsy appears to have been relatively immune to
the considerable fall in necropsy rates affecting adult
hospital patients over the last 40 years, attributable
to, among other many and complex factors, consent
for necropsy.*® With the onus on doctors to provide
informed counselling at all levels of patient inter-
action, it is opportune to consider some of the ethical
issues related to the perinatal necropsy consent.

On whom should consent be sought?

The World Health Organisation (WHO) recom-
mends that national statistics should include all
fetuses and infants of at least 500g birthweight or,
when birthweight is unavailable, the corresponding
gestational age (22 weeks) or body length (25cm
crown-heel), whether dead or alive. Perinatal deaths
include also neonatal deaths occurring within the
first seven days of life as recommended by the WHO
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for international comparison.” These definitions are
for statistical purposes only and definitions may vary
for national registration purposes. In South
Australia, infants of at least 400g birthweight or 20
weeks’ gestation are included® while the lower limit
in other countries can be 13 (Japan), 16 (Norway),
or 24 (United Kingdom) weeks’ gestation.® !°

In many countries, consent is required for
necropsy on registrable losses.!! Thus, in our state,
intrauterine losses delivered after 20 weeks’ gesta-
tion, whatever the birthweight, would require
consent and this includes the macerated fetus which
is delivered weeks after demise — the so-called missed
abortions. There are, however, grey areas. What is
the legal view when, for example, during the exami-
nation of a placenta from a term pregnancy, the
pathologist is confronted with an unsuspected
co-twin that had clearly died in the early stages of
pregnancy — the fetus papyraceous or fetus compres-
sus? Its size may be that of an eight-week fetus but its
gestational age may be 40 weeks. With advances in
reproductive medicine, this question is likely to be
raised increasingly. Elective fetal reduction, to
reduce quadruplet to triplet or twin pregnancies or
from triplet to twin or singleton pregnancies, is per-
formed in multiple pregnancies resulting from
assisted conceptions to optimise obstetrical and
neonatal outcome: this will result in an iatrogenic
fetus papyraceous. A not dissimilar problem may
arise in a twin pregnancy spontaneously miscarried
at 19 weeks in which one twin is more than 400g
while the other is less than 400g; this could result
from idiopathic intrauterine growth retardation of
one twin or from twin-to-twin transfusion syndrome,
a condition where the circulations of both twins are
enjoined through the placenta but direction of
blood-flow favours the growth and development of
one co-twin at the expense of the other. In this
example, one twin does not need to be registered
while the other must be. Should one twin be
autopsied without need for consent while consent is
sought for the other?

Because of increasing public awareness of the
fetus as an entity,'? !? obstetricians may seek formal
consent for necropsy on non-registrable intrauterine
losses although this is not legally required. What
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impact this will have is unclear but our experience
has shown that refusals for necropsy are not infre-
quent among these non-registrable mid-trimester
miscarriages where consent has been sought. On the
other hand, while seeking of consent for necropsy of
non-registrable fetal losses may be more sensitive to
the parents’ feelings, as the Lancer asked, when is a
fetus a dead baby?!?

Another area where there is potential for hurt is in
termination of pregnancy following antenatal diag-
nosis. Consent for this may be overlooked when it is
assumed that the non-registrable fetus will auto-
matically be autopsied; however, this may transgress
the wishes of the parents. Since terminations of preg-
nancies are being performed at earlier gestations
following antenatal diagnosis, this may prove to
be an increasing area of difficulty and, ideally, a
necropsy should be discussed as part of antenatal
diagnosis counselling.

Implicit in granting consent for treatment or
invasive procedures is pathological examination of
tissue procured from such procedures, for example
microscopical examination of the appendix follow-
ing an appendicectomy. Should consent be sought,
however, for pathological examination of the
placenta that is delivered normally after a natural
event? After all, whether a necropsy is performed or
not, the placenta is an invaluable part of the investi-
gation following perinatal loss.!* There is a notion
that the fetus has a special status arising from its
potential for developing into a fully formed human
being but the placenta is undeserving of such special
status.!”> This ignores the sensitivities of some
cultural groups which attach as much importance to
the placenta as to the fetus'® and parents may, and
have been known to, refuse examination of the
placenta. With multiculturalism being common-
place in many countries, this is an important con-
sideration even with regard to the placenta in which
there has not been a perinatal loss.

Who should seek consent?

The ability of the person seeking consent for
necropsy in getting it has been raised in relation to
the adult necropsy.!” No studies have yet addressed
this issue in perinatal necropsy, perhaps because of
the higher necropsy rate in the perinatal popula-
tion.!® However, it is imperative that counselling for
necropsy consent should be informed.!° The
possible genetic counselling ramifications of failure
to necropsy a fetus or neonate may not be made clear
if the junior staff member or lay administrator seeks
consent. The recurrence risks following an appar-
ently isolated neural-tube defect or spina bifida, for
example, may be significantly different if there are
additional abnormalities.?’ Clearly, there are impli-
cations for litigation if necropsy had been declined
when counselling for necropsy consent was less than
comprehensive. Accordingly, I believe that the most

senior medical practitioner involved in the care of
the parents should seek consent. A role for the
pathologist in the post-necropsy conference has been
advocated?! and it is possible that there may be a role
for the perinatal pathologist in the pre-necropsy
conference and counselling for necropsy consent.??

In granting consent, parents will feel entitled to a
quality necropsy?#2* but what are the ethics of
seeking consent when this may not be fulfilled? It is
likely that many parents would refuse consent and
that clinicians would be less likely to request consent
for necropsy if they were aware that the quality of
postmortem examination was less than adequate.?’
It is disturbing to note that as many as 44 per cent of
perinatal necropsies may fail to reach an arbitrary
minimum standard.??* In the United Kingdom,
there is no requirement for trainees to satisfy the
Royal College of Pathologists of competence in peri-
natal pathology for accreditation in histopathology.
Yet the majority of perinatal losses will occur in
district general hospitals which will be staffed by
general histopathologists. Parenthetically, as long as
academic promotion prospects and private practice
opportunities are more attractive in general
histopathology, perinatal pathology will always be
seen as a Cinderella of histopathology with a result-
ant dearth of perinatal pathologists, as observed by
Baird.?®

What constitutes a necropsy in the
perinatal period?

In defining a necropsy, whether it is full or limited to
organs of interest, it is often assumed that an incision
is required to allow direct visualisation of visceral
organs. The Australia Law Reform Commission
describes a necropsy merely as a “postmortem exam-
ination of the body of the deceased for the purposes
of scientific interest in determining the cause of
death and other information that may be obtained
that might aid medical science.”?” With many of the
dysmorphic perinatal losses, an external examina-
tion of the body to include mensuration, photo-
graphy and postmortem imaging, and ancillary
testing of placental tissue for infections and for bio-
chemistry and for cytogenetics, may provide a cause
of death.'*2%2° Molecular biology techniques are
proving to be powerful tools in retrospective genetic
testing or diagnosis of infection. Would these
investigations constitute a necropsy? The definition
of a postmortem examination limited to external
viewing, photography and organ imaging may not
find favour readily with pathologists but such careful
assessments after death may yet prove abhorrent,
albeit rarely, to some parents. Non-invasive investi-
gations in lieu of a necropsy may respect the wishes
of the parents*® but they are potentially problematic.
Quite apart from the problems of definition of a
necropsy, what are the implications of a significant
pathological finding from these tests when necropsy



consent had been refused? Since the findings may
have been unsought by the parents, shovld the
attending clinicians or parents be informed or not?

Consent for use of tissue for research

It is not the purpose of this paper to discuss issues
relating to consent for use of fetal tissue for research.
The Polkinghorne report recommends that specific
informed consent be sought from parents for such
use of tissue.!®> This, in my opinion, is liable to
subject the parents to further potential distress. It is
possible that, having given consent to a necropsy, the
parents could be confronted by five different sets of
researchers asking for different tissues or parts of the
same tissue obtained at necropsy for the purposes of
research. It is a thankless task of research and ethics
committees to balance parental rights and respect
without stifling research, especially where the partic-
ular disease is rare. In our institution, we have a
codicil to the necropsy consent form, which parents
could revoke if they so wished, allowing fetal tissue
to be taken for research. The research projects are
vetted by the local research and ethics committee,
which acts as a repository for the projects.

Conclusions

The mixed and often confusing emotions at the time
of a perinatal loss cannot be underestimated and, as
a caring profession, we should endeavour at least to
be clear about the ethical and legal issues relating to
the necropsy consent. The extent of the problems is
not insignificant: it is estimated that there are
426,000 miscarriages,?' and 1,800 terminations per-
formed under clause IV of the Abortion Act, 1967,
for proven or suspected fetal abnormality®’> and
5,700 stillbirths and neonatal deaths?’ annually in
England and Wales. The issues may not be readily
resolved but public debate and ad hominem decisions
on each perinatal loss may help to alleviate the
problems.
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News and notes

International Association of Bioethics

The III World Congress of the International Association of
Bioethics will be held from November 22-24, 1996, at the
Parc 55 Hotel in San Francisco. The conference will be
preceeded on November 20-21 by several other
meetings, including an international bioethics summit of
national ethics commission members, the annual
meeting of the American Association of Bioethics, and a
symposium on feminist bioethics. It will be followed on
November 25 by a post-congress meeting, co-sponsored
by the Human Genome Organization (HUGO) on the

human genome diversity project and the patenting of
human genes. For further information contact the
Congress Organiser, Professor Alex Capron, the Law
Center, University of Southern California, University
Park, Los Angeles CA 9008-0071. Fax: + 1 213 740
5502; email: acapron@wlaw.usc.edu, or Kay Boyle,
Centre for Human Bioethics, Monash University,
Australia 3168. Fax: + 61 3 9905 3279; email:
kboyle(«w arts.cc.monash.edu.au




